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ABSTRACT
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BY
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Dr. Carolyn Montoya, chair
Dr. Michael Chicarelli, committee member
May 2018

Approximately 98,000 or 19% of all children residing in New Mexico have special health
care needs with almost half of these children nearing the critical transition period of moving into
an adult-oriented medical model of care. A critical initial step to ensuring the medical,
developmental, and psychosocial needs are addressed in the transition process includes the
creation of an organizational transition policy. The aim of this study was to explore differences
in the perceived age of transition and transfer for youth with special health care needs into an
adult-oriented medical setting, based on providers’ location of clinical time, the population of
their practice, and type of clinical practice. A descriptive survey was utilized that incorporated
key questions from the 2008 Academy of Pediatrics Periodic Survey of Fellows #71 in addition

iii

to customized questions exploring the perceived age of transition and transfer for youth. Results
from the study revealed a statistically significant difference in transition and transfer age
between generalist/primary care providers and specialty care providers for YSHCN (M = 19.03,
M = 20.09 respectively). A more in-depth analysis revealed that the differences in age were
mainly between the pediatric generalist/primary care and pediatric specialty care providers. The
overall findings demonstrated the lack of an age consensus among providers and highlighted the
need for health system redesign in order to reduce practice variation that may hinder the
transition process.
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CHAPTER 1
INTRODUCTION AND BACKGROUND
The developmental milestone of moving from adolescence to adulthood is traditionally
an opportunity to celebrate with excitement and anticipation. For parents of youth with complex
medical diagnoses, this significant event can be met with frustration and trepidation. Medically
complex and special needs adolescents and young adults require meticulous transition planning
as they age out of a pediatric-oriented medical practice and into an adult-oriented model of care
(Ciccarelli, Gladstone, & Armstrong-Richardson, 2015). A systematic approach to transitional
services was originally recommended in a 2002 consensus statement by the American Academy
of Pediatrics (AAP), American Academy of Family Physicians (AAFP), and American College
of Physicians-American Society of Internal Medicine (ACP-ASIM). Unfortunately, research
studies continue to describe the inadequacy of transition planning for youth with special health
care needs (YSHCN), which can lead to poor medical outcomes (Prior, McManus, White, &
Davidson, 2014).
Approximately 98,000 or 19% of all children residing in New Mexico have special health
care needs (Child and Adolescent Health Measurement Initiative [CAHMI], 2016). Almost half
of these children are 12 to 17 years of age and near the critical transition period of moving into
an adult-oriented model of care. Ensuring the availability of transition-knowledgeable providers
and comprehensive care coordination are two of the elements that continue to be challenging for
the state of New Mexico according to the National Survey of Children with Special Health Care
Needs [NS-CSHCN] (2009-2010). Only 22% of youth reported receiving services needed to
prepare them for care in an adult medical home (CAHMI, 2016).
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Problem Statement
Transition preparedness is ideally accomplished over a span of time to ensure education
is not only medically appropriate but also consistent with the developmental stage of a patient
(Betz, Smith, Van Speybroeck, Hernandez, & Jacobs, 2016). A well-planned transition process
helps to address a range of critical transfer components such as care coordination with new adult
providers, self-care knowledge deficits, and potential future gaps in insurance coverage
(McPheeters et al., 2014). Without this comprehensive approach to transition, parents of
YSHCN can experience access delays to specialized services (DiFazio, Harris, Vessey, Glader,
& Shanske, 2014). Chronic disease registries and decision support technologies can be useful
tools in population health management (Guo, Chock, Parlin, Yamashiroya, & Rudoy, 2013).
These tools provide guidance through standardized transition roadmaps, which includes age
criteria to begin transition planning and final transfer to an adult medical home.
The AAP, AAFP, & ACP-ASIM (2011, 2015) recommend transition discussions among
adolescents, family, and providers begin at the age of 12 years, including a practice-wide
transition policy. This transition policy informs patients and their families of the transition
planning process and requires providers to establish a consensus within the practice on the
transition and transfer age (Got Transition, n.d.). In addition, transition policies decrease
practice variability, patient confusion, and most important gaps in medical care.
Study Purpose
Identifying the perceived transition age for YSHCN may help to diminish the variability
within a health care setting and guide the core elements of a transition strategic plan. While
variations may be required based on the physical, developmental, and psychological needs of a
patient, creating a structured medical approach serves to benefit all youth as they transition to
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adult-oriented health services. The purpose of this study was to explore the age differences
among providers for transitioning YSHC from a child-oriented to an adult-oriented medical
model of care.
Study Objectives
A patient-centered approach provides the opportunity to effectively and efficiently care
for the health complexities of YSHCN as they approach the medical transition period. In an
effort to prevent gaps in critical services for this vulnerable population, the specific objectives of
this study included the following research questions:
1)

For adolescents with special health care needs at an academic university, does
the perceived age of transition and transfer into an adult medical setting differ
between provider practice types (generalist/primary versus specialty)?

2)

For adolescents with special health care needs at an academic university, does
the perceived age of transition and transfer into an adult medical setting differ
between provider clinical settings (inpatient versus outpatient)?

3)

For adolescents with special health care needs at an academic university, does
the perceived age of transition and transfer into an adult medical setting differ
between provider practice populations (pediatric versus adult)?
Study Significance

This study strives to establish a greater understanding of the existing barriers to transition
and transfer in terms of age perceptions of providers within an academic health system. The
results from this research will provide guidance for the creation of a systematic approach to
transition for youth with and without SHCN.
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CHAPTER 2
REVIEW OF THE LITERATURE
Successful transition for YSHCN is a critical process to ensure continuity of care and
prevent gaps in medical services. In 2002, the AAP, AAFP, and ACP-ASIM stated the
following:
The goal of transition in health care for young adults with special health care needs is to
maximize lifelong functioning and potential through the provision of high-quality,
developmentally appropriate health care services that continue uninterrupted as the
individual moves from adolescence to adulthood. (p. 1304)
This guiding principle assisted in the development of the Consensus Statement on Health Care
Transitions for Young Adults with Special Health Care Needs by the AAP, AAFP, & ACPASIM. The document includes six critical steps to provide a successful transition: (a) ensuring a
qualified health provider has been identified for the transferred youth, (b) identify knowledge
and skills required to appropriately transition the individual, (c) current medical summary is
accessible and transferable, (d) health transition plan is created by age 14 and reviewed annually,
(e) preventative care for special needs youth continues and is equivalent to standard adolescent
prevention guidelines, and (f) insurance coverage is continuous and affordable (AAP, AAFP, &
ACP-ASIM, 2002).
In 2008, the AAP Committee on Adolescence conducted the Periodic Survey of Fellows
#71 (see Appendix B) to assess the current practices of pediatricians (N = 617) caring for
adolescents 12 years of age and above (AAP). Results demonstrated that 62% of pediatricians
felt transition planning should begin at 18 to 20 years of age for adolescents with special health
care needs and 66% reported the same age range for adolescents without special needs. Only
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25% reported planning should begin at 15 to 17 years for adolescents with special health care
needs (AAP, 2008). Despite the 2002 AAP recommendations of creating a transition plan by age
14, the survey results illustrated a lack of progress in the standardization of age timelines for
transition planning.
In 2011, the AAP, AAFP, & ACP-ASIM reaffirmed the 2002 consensus statement and
included a transition-planning algorithm to assist providers’ ability to confidently hand off all
youth, with and without SHCN, into an adult medical home. These new transition guidelines
provide detailed operational approaches, starting at the age of 12 years, which include
incremental steps every two years to ensure a gradual and successful transition. The document
suggests a transition and transfer age of 18 to 21 years, yet also mentions it is commonly based
on the age of majority as defined at the individual state level. The 2011 clinical report was
reaffirmed in 2015 (American Academy of Pediatrics, American Academy of Family Physicians,
American College of Physicians, & Transitions Clinical Report Authoring Group, 2011/2015).
Got Transition, a national transition program funded by the U.S. Maternal and Child
Health Bureau in the Health Resources and Services Administration, assists medical providers
with tools and education to ensure the success of a complete and developmentally appropriate
transition for all patients. The six core elements were developed to enhance transition
improvement initiatives: 1) a transition policy, 2) tracking and monitoring transition milestones,
3) accessing transition readiness, 4) transition planning, 5) transfer of care, and 6) transfer
completion. Creating a transition policy as the initial step in the design of transition programs is
intended to provide providers, patients, and families with expectations and time frames for the
years leading up to a medical transfer of care into an adult medical home. This step requires a
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medical practice to formalize the transfer age and share the transition policy with the patient and
family (Got Transition, n.d.).
The articles below illustrate the lack of progress made in ensuring adequate and
developmentally appropriate transition for medically complex and special needs youth. The
literature also discusses existing transition challenges and barriers to quality care from the
perspective of patients, families, and providers as well as the gaps in care that are made possible
by inadequate transition programs.
Current Status of Transition
McManus et al. (2013) report the status of health care transition from pediatric to adult
providers based on the 2009 – 2010 National Survey of Children with Special Health Care Needs
(NS-CSHCN). This survey was conducted by the Centers for Disease Control and Prevention
and the National Center for Health Statistics. Questions remained consistent with an earlier
survey in 2005-2006. Parents of children between the ages of 12 to 18 years with special health
care needs (n = 17,114) were randomly selected to participate in the telephone survey. Four
components of transition were measured based on discussions with youth regarding (a) transition
to an adult provider, (b) changing health care needs, (c) maintaining health insurance coverage,
and (d) taking increased responsibility for self-care. Demographic information included
participant’s age, gender, race/ethnicity, language spoken in the home, and poverty level per the
federal poverty level (FPL) guidelines. Additional survey variables included the impact of
disease on activities, the presence of emotional, behavioral, or developmental conditions, care
delivered in a medical home setting, and type of insurance coverage for the youth.
Using an adjusted logistic regression model, the study identified an association between
males and a higher likelihood of not meeting the overall transition outcome measure with an
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odds ratio of 1.35 (95% CI [1.19, 1.53]). There was also an association between youth 15 to18
years of age and a higher likelihood of not meeting the overall transition outcome measure (OR =
1.15, 95% CI [1.02, 1.31]). Additionally, Hispanic (OR = 1.56, 95% CI [1.17, 2.10]) and nonHispanic black (OR = 1.51, 95% CI [1.23, 1.84]) youth were less likely to meet the outcome
measure. Poverty level was associated with a higher likelihood of not meeting the measure as
well (100-199% FPL: OR = 1.28, 95% CI [1.03, 1.58] and 200%-399% FPL: OR = 1.18, 95% CI
[1.01, 1.38]). Additional findings suggested that youth with public insurance or no insurance,
emotional, behavioral, or developmental conditions, no medical home, and conditions that
impacted their activity had a higher likelihood of not meeting the transition outcome measure.
The conclusions of the study demonstrated that only 40% of YSHCN in the United States are
meeting the overall transition outcome measure with similar results to the 2005-2006 NSCSHCN (McManus et al., 2013).
Davidson, Doyle, and Silver (2015) conducted a cross-sectional, web-based survey of
376 general practitioners and subspecialists to assess the transition practices of providers caring
for youth (>12 years old) with special health care needs. Using an essential step algorithm that
incorporated the previous recommendations by the AAP, AAFP, and ACP-ASIM for
transitioning youth into an adult medical healthcare model, compliance was measured for each
step. The eleven steps for the survey assessed the presence of the following practice
characteristics: (a) identify patient’s core knowledge and skills, (b) a designated pediatrician or
team member available to coordinate transition, (c) identify an adult provider for transition, (d)
create a portable medical summary, (e) develop an emergency plan, (f) create a transition plan,
(g) assist with ongoing insurance coverage, (h) discuss the legal aspects of transition, (i) discuss
realistic future goals with adolescent alone, (j) discuss realistic future goals with the adolescent
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and family, and (k) provide ongoing routine adolescent health care. The study also investigated
the compliance score in relation to the availability of additional clinical resources such as
multidisciplinary teams of nurses and social workers. Chi-square analysis was utilized to
determine an association among step completion, provider characteristics, and availability of
assistance social worker or nursing. Study limitations included a low survey response rate of
28% (n = 84) and participants of only a single institution.
Findings from the study demonstrated that only 17% of providers were compliant with
seven steps or greater and none were compliant with all 11 transition steps. Specialty providers
(n = 49) had higher compliance score (25%) for 7 or more steps compared to the generalist (n =
35) compliance of 6% (p < .02, OR =5.35, 95% CI [1.12, 25.69]). The use of standardized forms
for transition and completing at least seven of the steps was statistically significant (p < .04), as
was assistance from a social worker (p < .005) or nurse (p < .01). This study demonstrated the
need to improve provider education and standardization using a multidisciplinary approach to
assist in a successful transition for YSHCN (Davidson et al., 2015). Transition age was not
addressed in this study, although the presence of a transition policy was part of the survey
without reported results.
An additional study by Davidson et al. (2015), investigated pediatrician practices and
compliance rates with the six critical transition steps for providers outlined by the AAP, AAFP,
and ACP-ASIM in 2002. Also included in the survey were transitioning elements of identifying
an adult provider for patients and goal setting discussions with the patient and family. The crosssectional voluntary survey was conducted online with participation invitations sent to 4000
members of the New York State American Academy of Pediatrics. The survey received a 5%
response rate (n = 181) and represented 22 New York State counties. Seventy-two percent (n =
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118) of the respondents were primary care, 12% specialty (n = 19), and 16% were combined
primary and specialty practice providers (n = 27).
Findings from the study revealed only 11% of surveyed providers had a written transition
plan with their patients (95% CI [6, 11]). None of the surveyed practitioners were compliant
with completing all the six basic transition steps as originally recommended by the American
Academy of Pediatrics in 2002. Seventeen percent of providers < 50 years of age (n = 98),
compared to 4% of providers ≥ 50 years (n = 77), were more likely to have a written transition
plan for their patients (p = .005, OR = 5.2, 95% CI [1.5, 18.6]). Transition plans were more
likely completed by providers who were in practice ≤ 20 years (n = 98) compared to providers in
practice > 20 years (n = 74), with results of 17% and 4% respectively (p = .007, OR = 5.0, 95%
CI [1.4, 17.7]). Most providers (68%) reported transition was started with patients between the
ages of 18- 22 years and only 3% reported starting transition during the AAP, AAFP, and ACPASIM recommended age of 12 to 14 years (Davidson et al., 2015). Transfer age was noted to be
part of the survey without reported results.
Finding the Right Approach
Developing a transition-specific benchmarking tool, utilizing the best practice
suggestions from clinical providers, field experts, youth, and parents in the United Kingdom, was
the aim of a qualitative study conducted by Aldiss et al. (2015). Stakeholder participants (n =
21), including clinical nurse specialists, psychologists, registrars, medical consultants,
occupational therapists, and academic researchers, were recruited based on clinical expertise and
snowball sampling from other stakeholder participants. Health care professionals (n = 36), with
youth medical practices in London, received emails soliciting participation in the benchmarking
study. Youth (ages 12-21 years) with chronic health conditions (n = 9) and their parents (n = 9)
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were recruited through their medical provider, newsletters, and via social media campaigns.
Focus groups were utilized to collect information regarding transition best practices, barriers to
quality care, and suggestions to improve the quality of care. Researchers utilized best practices
from national policies and existing transition literature to develop guiding questions for focus
group discussions. Audio recordings were utilized to capture information during group
discussions followed by verbatim transcription by specific researchers. Transcription review
allowed for the development of themes. Focus groups reviewed the transcribed documents and
consulted in the final selection of eight final best practices.
Findings of the study included the underlying theme of dissatisfaction by patients and
parents with the entire medical transition process directly related to the complicated nature and
lack of structure of the transfer practices. This focus group expressed the need for a clear
transition plan with expectations conveyed to the family by the medical providers. Stakeholders
expressed concerns regarding the stagnation of transition plan improvement and the need to
reduce barriers between pediatric and adult providers. Focus group discussion with the health
care professionals revealed the lack of a standardized approach for transitioning youth with
chronic health conditions. The final benchmarking tool included the following best practices: (a)
clear and concise information to assist in managing health condition, (b) support for gradual
transition, (c) coordinated child and adult teams, (d) age-appropriate services, (e) written
transition plan, (f) involvement of parents in the transition process, (g) assessment of transition
readiness, and (h) a general practitioner serving as the liaison to transition services. This study is
limited to the practices and viewpoints of care delivered in the United Kingdom but are
consistent with transition strategies in the United States. Age of transition was not addressed in
the study (Aldiss et al., 2015).
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Patient and Parent Perspective
A qualitative study by DiFazio et al. (2014) aimed to describe the healthcare transition
experiences of adults (n = 5) and parents (n = 8) of children with cerebral palsy (CP).
Participants were selected using purposive sampling. Content categories for the semi-structured
focus groups included transition planning, service accessibility, care experiences with adult
providers, and recommendations for improvement. A wide patient age range of 18 to 43 years
(M = 25) was utilized based on transitional practices of CP clinics in the region. Moderators
were utilized in the focus groups to ensure quality in the data collection process with
standardized questions to guide the discussion. Study limitations included generalizability based
on the small sample size from a single institution.
The four themes that emerged from the study: (a) “lost in transition”, (b) “roadmap to
care”, (c) “list of none” (lack of trained providers), and (d) “one-stop shopping”. Key findings in
the “lost in transition” theme included the feeling of abandonment when pediatric providers
transferred care of the patient to an adult practitioner and not being included in the timing of the
transition decision. The theme, “roadmap to care,” included the participants’ desire for a
transparent and specific plan for the transition process, especially around communication of
expectations during transition planning and eventual transfer. The third theme, “a list of none,”
centered on access to adequately trained adult providers to care for medically complex CP issues
and the lack of care coordination services. The final theme of the study, “one-stop shopping,”
emphasized the role of the pediatric health care team in creating a transition plan for patients.
The lack of coordination of referrals to competent adult providers created frustration and trust
issues during the transfer process for study participants. Overall recommendations include the
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need for transition policies and practices that are transparent, comprehensive, and patientcentered (DiFazio et al., 2014).
Fernandes et al. (2014) also studied the transition process and the perception of parents
(n = 104) and patients (n = 155) with childhood-onset chronic illness with the aim of determining
education and system barriers in moving to an adult practice model. Utilizing a convenience
sample, a survey was self-administered over 12 months in a large children’s hospital without an
institutional transition policy at the time of the study. Participant ages ranged from 16 to 25
years (M = 18.8, SD = 2.3). All participants were similarly representative of the institution in
terms of sex, race, and ethnicity.
Findings from the study demonstrated that 56% of patients and 59% of parents felt
prepared for transfer to an adult care model by the age of 25 while some patients (17%) and
parents (15%) were unsure of age readiness to transfer (Fernandes et al., 2014). Twelve percent
of patients and 9% of parents disclose doubt that readiness was achievable. Statistical
differences were not achieved in terms of age, ethnicity, race, educational background, diagnosis,
and transition readiness. The most cited barrier to transition was an emotional attachment to the
institution and pediatric provider with a statistically significant difference (p < .001) between
parents (53%, 48% respectively) and patients (19%, 23% respectively). Seventy-three percent of
parents reported the need to increase resource allocation to support transition readiness,
knowledge and skills, and process. The study emphasizes the need for improved transition
processes and education to improved transfer satisfaction for patients with childhood chronic
health conditions and their families.
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Provider Perception
A study by O’Sullivan-Oliveira, Fernandes, Borges, and Fishman (2014) investigated the
perceptions of pediatric clinicians regarding the transition practices as youth move to an adultoriented model of care. Clinicians, including physicians, nurses, nurse practitioners, and social
workers, from a 396-bed children’s hospital were selected to participate in four focus groups. A
total of 28 multidisciplinary participants were selected for interviews with the final sample size
determined based on content saturation from an initial survey regarding obstacles and barriers in
the transition process. Participants’ years of experience ranged from three to 35 (M = 18.69).
Experiences were shared using a semi-structured, hermeneutic interview format. Data coding
from the interview transcripts utilized NVIVO 7.0, and six themes emerged from the study. The
limitation of the study was generalizability based on the participants’ association with only one
children’s hospital.
“Chronological age is not the answer” was the first theme, and participants consistently
discussed the complexity of patients in their responses. Youth with developmental disabilities
and chronic medical conditions often face insurance, self-care, and financial challenges as they
age out of their pediatric environments. The second theme, “we’re not going to let you go,”
focused on concerns that adult providers were not available for transitioning youth, and patients
might suffer from adverse health outcomes if transitioning is inadequate. Participants
specifically mentioned confusion around possible transitioning facilities due to a lack of a
transition policy in the children’s hospital. The “please don’t abandon us” theme emerged based
on concerns around the resistance of medically complex patients and their families to transition
to an adult medical care model. Clinicians felt families often received conflicting messages from
pediatric providers relating to transition completion time frames, which added to their
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apprehension as they aged out of pediatrics. The fourth theme, “help – we need to transition this
patient” developed from common comments regarding burnout, frustration, and exhaustion when
having cared for incredibly complex patients for 18 years. Facility capacity and clinical resource
utilization were also cited as a reason to transfer complex and special needs patients as they age
out of pediatrics. “Let’s get on the same page” was the fifth theme and focused on the frustrating
ambivalence in practices due to the lack of organizational transitional policies and protocols.
Although participants stated that the use of chronological age is challenging during the transition
process, they also indicated a policy to address transition age would be beneficial in the
development of assessment tools, educational materials, and overall standardization across the
organization. The final theme, “if this were an ideal world,” emphasized the need for resources
in the creation of transition teams. Teams, including pediatric and adult clinicians, would help
provide a successful transitioning experience for providers, patients, and families (O’SullivanOliveira et al., 2014).
Exploring the providers’ view of the transition process was also the aim of a study
conducted by Aldiss, Cass, Ellis, and Gibson (2016). Health care providers from four London
hospitals with experience in the care of medically complex and special needs youth were invited
via email to participate in focus group discussions around general transitional views as well as
barriers and facilitators to providing quality transition care. Participants (N = 36) included
physicians (n = 5), nurses (n = 30), and one allied health professional. Focus group discussions
were moderated, audio-recorded, and participants debriefed following the interviews.
Findings from the focus groups revealed several common factors that impact the
successful transition of youth. Participants believed the patient’s age is challenging if guidelines
become too rigid yet commented that the absence of guidelines produces a rushed and less
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comprehensive transition. This can be especially true when patients receive care from multiple
specialties with various age cut-offs. Providers feared the patient’s and parent’s needs might not
be met upon transitioning to adult services and therefore often delayed transfer. Additional
factors affecting transition included the youth’s lack of disease responsibility, availability of
trained providers to receive patients, and complexity of the disease requiring multispecialty
teams. Finally, the focus groups agreed the lack of transition guidelines and varying opinions of
transition age provided an atmosphere for fragmented medical care for youth. Although the
study focused on experienced health care providers, nurses accounted for a large majority of the
participants (Aldiss et al., 2016).
Care Gaps
A study conducted by Gurvitz et al. (2013) examined the prevalence of gaps in care for
patients (≥ 18 years) with congenital heart disease with the aim of identifying barriers to
receiving care after a transition from a pediatric care model. A questionnaire was used in this
cross-sectional study during patients’ first post-transition cardiology appointment at one of
twelve participating medical centers across the United States. Survey questions included the
presence and duration of gaps in cardiology care, reasons for a lapse in care, disease severity
(mild, moderate, or severe), and selection from 19 potential barriers that might have influenced
any delay in services. Demographics of participants (N = 922) included 54% female and 46 %
male with 83% of white or non-Hispanic ethnicity.
Results of the study indicated 42% of the participants had greater than a three-year gap in
cardiology care with 8 % reporting at least a 10-year gap. The median age of participants’ first
gap in receiving care was 19 years (M = 19.9). Disease severity included 27% mild, 51%
moderate, and 23% with severe CHD. Findings demonstrated the location of a clinic as a strong
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(p < .001) predictor in care gaps with Colorado, Oregon, and Washington State having the
highest (50%) gaps in services. The most common reason reported for gaps in cardiology care
for all disease severity categories was the overall feeling of wellness of the participants.
Significant overall findings of the study demonstrated the first gap in medical care specific to
CHD occurred during the later teenage years when youth transitioned from pediatric to an adult
model of care (Gurvitz et al., 2013). A study limitation was the reliance on self-reported gaps in
services.
Chandra, Luetkemeyer, Romero, and Gupta (2015) researched the gaps in medical care
for adolescents with liver transplantation and the perceptions of patients and parents of the
transition process one to three years after leaving a pediatric practice. The study was a
retrospective quality improvement project seeking to improve transition services at the
Children’s Healthcare of Atlanta. Phone surveys were conducted with patients and parents
(when patients were unavailable). Patients’ (N = 31) age ranged from 18-23 years (Mdn = 20)
with 70% female participants.
Although the recommended follow-up appointment after the transition was three months,
the study indicated the majority (47%) had adult clinic visits within two to six months and 13%
did not seek care until one year after transition. The study also revealed that 23% of the patients
required services from an emergency department with 29% of those patients requiring three to
five emergency visits. Forty-seven percent of participants delayed labs for more than three
months and one-third presented with abnormal liver function results. Acute rejection was
diagnosed in 10% of the study participants. Although the study was small, the results
demonstrated the significance of how gaps in care can severely influence the medical outcomes
of youth with this complex medical diagnosis (Chandra et al., 2015).
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Literature Synthesis
Defining success in the transition of medically complex and special needs youth can be
challenging within an organization. The literature discusses the gaps in the transition planning
process, disease deterioration, and increased need for emergency services. Patients, parents, and
providers consistently voiced concerns related to the lack of standardization in the transition
process and apprehension in transferring medically complex youth into an adult-oriented model
of care. Transition planning is a critical component of providing developmentally appropriate
care for youth as they age out of pediatric-oriented medical models. The literature emphasized
stakeholders’ desire for roadmaps, guidelines, and coordinated services to provide a wellplanned approach to transition.
To assist in the provision of a systematic approach to the transition process, the AAP,
AAFP, & ACP-ASIM (2002) developed six critical steps to guide providers in the transfer of
special needs youth, including transition planning to begin at the age of 14 years. In 2011, an
algorithm was published by the same authoring group providing enhanced tools for the transition
of all youth aging out of pediatric care and suggested discussing the practices’ transition policy
with patients beginning between the ages of 12 and 13 years. Aldiss et al. (2015) also identified
the need for structured guidelines and developed a benchmarking tool, without specific age
timelines, to assist in streamlining the transition approaches in the medical community. While
the optimal transition age varies in the literature, two of the reviewed studies illustrated a lack of
compliance by medical providers to follow basic criteria or guidelines for transition planning.
What is evident from 2009 – 2010 NS-CSHCN is 60% of the United States’ YSHCN are not
meeting the overall transition outcome measure, and there is a lack of improvement from the
2005-2006 NS-CSHCN (McManus et al., 2013).
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CHAPTER 3
THEORETICAL MODEL AND METHODOLOGY
Theoretical Model
The framework selected to guide this scholarly project is the Chronic Care Model
[CCM]. CCM is an organizational approach to care emphasizing the elements of (a) community,
(b) health system, (c) self-management support, (d) deliver-system design, (e) decision support,
and (f) clinical information systems (Wagner, 1998). This model emphasizes the importance of
the patient-provider relationships in the management of chronic illness and improvement of
clinical outcomes (Gee, Greenwood, Paterniti, Ward, & Soederberg Miller, 2015). Figure 1
depicts the CCM.

Figure 1. Chronic Care Model
Per Wagner (1998), “a real improvement in outcomes will occur only when clinical
systems reconfigure themselves specifically to address the needs and concerns of chronically ill
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patients” (p. 2). Redesigning a delivery system requires incorporating the culture of an
organization and the providers’ perceptions and beliefs (Kadu & Stolee, 2015). Utilizing the
CCM framework, this scholarly project focused on quantifying the perceived age of transition
among health care providers for YSHCN with the ultimate goal of tailoring a health delivery
system to meet the needs of youth with complex medical conditions. Improving coordination of
care requires establishing clear guidelines to inform clinical decision tools that are based on
defined transition and transfer criteria for this vulnerable population.
Methodology
Ethical Issues
This study was reviewed and approved by the University of New Mexico Human
Research Review Committee (see Appendix A). All respondents were informed of the voluntary
nature of the survey and received no financial compensation for the completion of the survey.
Setting and Resources
The study was conducted at an academic medical center in the southwest region of the
United States. This health care system is the only level I trauma center and children’s hospital in
the state and provides high acuity and comprehensive care to the most vulnerable of populations.
The delivery system provides approximately 30,000 pediatric primary care visits annually and
serves a large number of children with special health care needs.
Study Population
Email lists of prospective survey candidates were supplied by the medical school
credentialing department and hospital human resources division. Health care providers with the
credentials of doctor of medicine (MD), doctor of osteopathy (DO), advanced practice registered
nurse (APRN), physician assistant (PA), or clinical nurse specialist (CNS) and a clinical effort of
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at least .25 full-time equivalent were included in the study. Providers with clinical time outside
of the selected medical center, working retirees, or visiting one-year appointments were excluded
from the email database.
Research Design
A self-administered descriptive survey was designed to measure providers’ perceived age
of transition and transfer to an adult-oriented medical model for YSHCN. The survey tool
consisted of 12 questions with a total of 34 items.
Descriptive information collected by the survey tool included gender, race/ ethnicity, and
provider type. In addition, providers were asked to describe their clinical time (at least 51%
inpatient, 51% outpatient, or time equally spent in inpatient and outpatient), practice type (at
least 51% generalist/primary care or 51% specialty care), and patient population (at least 51%
pediatric, at least 51% adult, or mixed practice of pediatrics and adults). The survey tool
collected the providers’ perceived age for transition and transfer for youth with and without
SHCN. To assess the strength of confidence in the selected perceived transition and transfer age,
a follow-up question asked the respondents to specify the percentage of youth with and without
SCHN that should be transferred by the selected age in actual practice. Additional transition
questions were included from the 2008 AAP Periodic Survey of Fellows #71 to enhance
understanding of available support services and barriers to the transition process.
Data Collection Process
This 2017 study was conducted during a two-month period following the identification of
potential survey candidates. Invitations were initially sent via email on September 14 with three
additional reminders on September 19, September 27, and October 5. Data was obtained through
October 26.
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Study data were collected and managed using Research Electronic Data Capture
(REDCap) hosted at the University of New Mexico. REDCap is a secure, web-based application
designed to support data capture for research studies, providing (a) an intuitive interface for
validated data entry, (b) audit trails for tracking data manipulation and export procedures, (c)
automated export procedures for seamless data downloads to common statistical packages, and
(d) procedures for importing data from external sources.
Survey Tool
In 2008, the AAP conducted a study of 617 pediatricians to examine multiple issues of
delivering adolescent health care. The AAP Periodic Survey of Fellows #71 explored the
following: (a) referral services for mental health, substance abuse, and sexual/reproductive
services, (b) interdisciplinary care practices for high risk or medically complex patients, (c)
financial considerations and reimbursement concerns, (d) training and educational needs, and (e)
transition planning and barriers to care for adolescents with special health care needs. Consent to
utilize the AAP Periodic Survey of Fellows #71 (see Appendix B) was obtained for this scholarly
project (see Appendix C). The AAP also granted permission to use specifically questions 19, 20,
21, and 23 in a more general survey (see Appendix D). Validity and reliability metrics for the
2008 survey tool were unattainable from the AAP. The modified survey (see Appendix E)
included the above items from the Periodic Survey of Fellows #71. Provider demographics were
collected, including the location of clinical time (inpatient or outpatient), practice population
(pediatric or adult), type of clinical practice (generalist/primary care or specialist), provider type,
gender, and race/ethnicity. The modified survey added two questions to specifically explore
providers’ perceived age of transition and transfer for youth with and without SHCN using a
scale of 0 to 100. To assess providers’ confidence in the selected age of transition and transfer,
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the survey tool asked the respondents to indicate the percentage of youth with and without
SCHN that should be transferred by the selected age.
Data Protection Plan
The online surveys were managed through the secure REDCap applications. The
collected information was de-identified to protect demographic information of the participants.
Transactions were monitored and managed by an honest broker to protect the integrity of the
information collected in the survey process.
Statistical Analysis
All data analyses were conducted using the IBM SPSS Statistics program (version 24)
with an alpha level for statistical significance set at .05. The dependent variable for the study
was the perceived transition and transfer age for YSHCN and measured on a continuous scale.
The categorical data of practice type, patient population, and clinical time served as the
independent variables. Descriptive statistics for the perceived age of transition and transfer
included the number of participants, mean or median scores, mean differences, confidence
interval, and standard deviation of responses. Respondent characteristics, providers’ clinical
time, population served, practice type, provider type, gender, and race/ethnicity were represented
by frequency and percentages. Skewness and kurtosis were calculated and histograms and Q-Q
plots produced to assess any violation of the assumption of normality prior to performing the
independent samples t-test and paired samples t-test.
Independent samples t-test were utilized to analyze statistically significant differences
between pediatric versus adult providers and mean transition age, primary versus specialty
providers and mean transition age, and the clinical areas of inpatient versus outpatient and mean
transition age for YSHCN. A paired samples t-test assessed the differences in transition and
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transfer age for youth with and without SHCN. Effect sizes (magnitude of the differences) were
calculated utilizing Cohen’s d (.2 = small, .5 = medium, .8 large). Levene’s Test for Equality of
Variances tested for the assumption of homogeneity of variance.
Due to normality violations, the Mann-Whitney U test was utilized as the non-parametric
alternative to analyze differences between the independent variable groups and percent of
YSHCN that should be transitioned to an adult model of care, mean age of transition for youth
without SHCN, and the percent of youth without SHCN that should be transitioned by the
respondents’ selected age.
Budget
Minimal expenses were incurred by this scholarly project. Copyright permission to
utilize the Chronic Care Model in print form required no financial commitment.

23

Chapter 4
RESULTS AND DISCUSSION
Results
Email invitations were sent to 634 health care providers with six of the surveys
undeliverable. Of the 628 providers invited to participate, 148 (24% response rate) completed
the survey in REDCap. Table 1 demonstrates the characteristics of respondents based on
providers’ clinical time, population served, practice type, provider type, gender, and
race/ethnicity. The provider distribution included 60% physician, 28% advanced practice
registered nurse, and 12% physician assistant. The majority (66%) selected white, non-Hispanic,
Latino, or Spanish origin for race/ethnicity and 69% of the respondents were female. More than
half of the respondents were outpatient (57%), specialty (70%), and adult (54%) health care
providers.
Table 1
Respondent Characteristics (N = 148)
Category
Frequency of responses
Clinical time
Inpatient – 51% or more
46
Outpatient – 51% or more
83
Time equally spent
17
Practice type
Generalist/primary care – 51% or more
44
Specialty care – 51% or more
102
Patient population
Pediatric – 51% or more
54
Adult – 51% or more
79
Mixed practice
14
Gender identity
Male
33
Female
75
Other
1
Race/ethnicity
White, not of Hispanic, Latino, or Spanish origin
72
Hispanic, Latino, or Spanish origin
25
Black/African American
1
24

Percentage
32
57
12
30
70
37
54
10
30
69
1
66
23
1

Asian
5
Native Hawaiian or Pacific Islander
0
American Indian/Alaska Native
1
Other
5
Provider type
Doctor of Medicine
62
3
Doctor of Osteopathy
Advanced Practice Registered Nurse
30
Physician Assistant
13
Note. Some providers did not respond to all demographic questions.

5
0
1
5
57
3
28
12

Findings
Transition and Transfer Age
Mean age for YSHCN. Respondents indicated that YSHCN should be transferred to an
adult-oriented model health care model by the mean age of 19 years and 9 months (n = 120, M =
19.79, SD = 2.62). Table 2 summarizes the differences in mean transition age for YSHCN by the
providers’ location of clinical time (inpatient or outpatient), the population of their practice
(pediatric or adult), and type of clinical practice (generalist/primary care or specialist). Two
extreme outliers suggesting much older ages (50 and 60) were excluded from all calculations.
Independent samples t-tests were conducted for clinical time, population served, and practice
type and the categorical variable of the age of transition and transfer from pediatric to adultoriented health care for YSHCN.
The independent samples t-test demonstrated no statistically significant differences in
transition age by clinical time or patient population and the effect sizes for these comparisons
were small.
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Table 2
Transition and Transfer Age for YSHCN (N = 148)
Variable

M

SD

df

Clinical time
106
Inpatient (n = 40)
19.63 2.42
19.65 2.48
Outpatient (n = 68)
107
Patient population
Pediatric (n = 49)
20.14 2.33
19.45 2.61
Adult (n = 60)
118
Practice type
19.03 2.08
Generalist/primary care (n = 34)
20.09 2.76
Specialty care (n = 86)
Note. Some providers did not respond to all demographic questions.
*p<.05

-0.45

Cohen’s
d
.008

1.45

.28

-2.03*

.44

t

There was a statistically significant difference between the transition age for YSHCN and
generalist/primary care providers (n = 34, M = 19.03, SD = 2.08) and specialty providers (n =86,
M = 20.09, SD = 2.76); t(118) = -2.03), p = .045 with equal variances assumed. The mean
difference was -1.06 and 95% confidence interval was -2.1 to -.024 with a small effect size (d =
.44). Additional independent samples t-tests were conducted by sorting cases in the patient
population data set into two categories (at least 51% pediatric and at least 51% adult) to compare
mean transition age by provider type (generalist/primary care and specialty). There was a
statistically significant difference between pediatric providers who were at least 51%
generalist/primary (n = 14, M = 18.64, SD = 1.69) and pediatric providers who were at least a
51% specialty (n = 35, M = 20.74, SD = 2.29) and transition age for YSHCN; t(47) = -3.098, p =
.003 with equal variances assumed. The magnitude of the difference in means (mean difference
= -2.1, 95% CI: -3.46 to -0.74) was large (d = 1.05). In contrast, there was no statistically
significant association between adult providers who were at least 51% generalist/primary (n =
13, M = 19.46, SD = 2.5) and adult providers who were at least a 51% specialty (n = 47, M =
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19.45, SD = 2.66) and transition age for YSHCN; t(58) = .018, p = .97 with equal variances
assumed. The magnitude of the difference in means (mean difference = 0.015, 95% CI: -1.63 to
-1.66) was very small (d = .004).
Percent to transition and transfer YSHCN. Based on the selected transition and
transfer age, respondents were asked to indicate the percent of YSHCN that should be
transitioned to an adult model of care at that age. The mean percentage for YSHCN (n = 111)
was 83.94 (SD = 17.86). The differences in mean percentages were analyzed for YSHCN by
providers’ clinical time, population served, and practice type. The assumption of normality was
violated with a skewness of -2.05 (SE = 0.23) and of kurtosis 6.06 (SE = 0.45); therefore, the
non-parametric Mann-Whitney U test was conducted to compare the differences.
A Mann-Whitney U test revealed no significant difference in transition percentage
between providers with at 51% inpatient clinical time (Md = 88.5, n = 38) and providers with at
least 51% outpatient clinical time (Md = 90, n = 64), U = 1209.5, p = .96, r = .005. There was
also no statistically significant association between providers with at least a 51% pediatric
population (Md = 90, n = 50) and providers with at least a 51% adult population (Md = 87, n
=53), U = 1093.5, p = .12, r = .15. There was a statistically significant difference between the
transition percentage for YSHCN and generalist/primary care providers (Md = 98, n = 31) and
specialty providers (Md = 90, n = 81), U = 909, p = .02, r = .21.
Mean age for youth without SHCN. Respondents indicated that youth without SHCN
should be transferred to an adult model health care model by the mean age of 18 years and 5
months (n = 113, M = 18.38, SD = 1.81) and the differences were analyzed by providers’ clinical
time, population served, and practice type. The assumption of normality was violated with a
skewness of .6 (SE = 0.23) and of kurtosis 5.33 (SE = 0.46); therefore, the non-parametric Mann-
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Whitney U test was conducted to compare the differences. One extreme outlier suggesting a
much older age of 100 was excluded from all calculations.
A Mann-Whitney U Test revealed no significant difference in transition age for youth
without SHCN between providers with at least 51% inpatient clinical time (Md = 18, n =36) and
providers with at least 51% outpatient clinical time (Md = 18, n = 63), U = 994, p = .27, r = .12.
There was also no statistically significant association between providers with at least a 51%
pediatric population (Md = 18, n = 46) and providers with at least a 51% adult population (Md =
18, n = 56), U = 1122.5, p = .19, r = .13. A statistically significant difference was not found
between the transition age for youth without SHCN and generalist/primary care providers (Md =
18, n = 28) and specialty providers (Md = 18, n = 82), U = 995.5, p = .22, r = .12.
A paired-samples t-test was conducted to evaluate the difference in mean scores for
YSHCN and youth without SHCN among all providers (n = 109). There was a statistically
significant difference in perceived transition and transfer age for YSHCN (M = 19.84, SD =
2.59) and youth without SHCN (M = 18.38, SD = 1.79), with a strong positive correlation
between the two variables, r = .52, p = < .001 and a medium effect size (Cohen’s dz = .68).
Percent to transition and transfer youth without SHCN. Respondents (n = 115)
indicated that almost all (M = 92.33, SD 13.82) of youth without SHCN should be transitioned to
an adult-oriented model of care by the age selected in the survey. The assumption of normality
was violated with a skewness of -2.6 (SE = 0.23) and of kurtosis 8.31 (SE = 0.45); therefore, the
non-parametric Mann-Whitney U test was conducted to compare the differences by providers’
clinical time, population served, and practice type.
A Mann-Whitney U Test revealed no significant difference in transition percentage
between providers with at 51% inpatient clinical time (Md = 99, n = 40) and providers with at
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least 51% outpatient clinical time (Md = 99, n = 64), U = 1206.5, p = .6, r = .05. There was also
no statistically significant association between providers with at least a 51% pediatric population
(Md = 100, n = 48) and providers with at least a 51% adult population (Md = 99, n = 55), U =
1130, p = .18, r = .13 as well as generalist/primary care providers (Md = 99, n = 34) and
specialty providers (Md = 99, n = 80), U = 1296.5, p = .68 r = .04.
Transition Age to Begin Planning and Staff Assistance
Table 3 presents transition specific characteristics for youth with and without special
health care needs. The majority of respondents reported transition planning should begin at 15
years of age or later for both youths with and without SHCN (76%, 85% respectively) with only
20% stating that planning should begin prior to the age of 15 years for YSHCN and 11% for
youth without SHCN. Few providers acknowledged the presence of a dedicated staff member to
assist with transition planning for YSHCN and youth without SHCN (13%, 2% respectively).
Table 3
Beginning Age for Transition Planning and Resources (N = 148)
Youth with
Youth without SHCN
SHCN
Variable
n (%)
n (%)
Age to begin transition planning
Less than 12 years
4 (3)
5 (4)
12 to 14 years
22 (17)
9 (7)
15 to 17 years
49 (39)
61 (49)
18 to 20 years
46 (37)
45 (36)
No opinion
5 (4)
4 (3)
Dedicated staff to assist in transition
No
91 (75)
104 (85)
Yes
16 (13)
3 (2)
Do not know
15 (12)
15 (12)
Note. Some providers did not respond to all demographic questions. Questions replicated with
permission from the AAP Periodic Survey of Fellows #71.

29

Practices to Support Transition
Additional survey questions were included to assess existing practices to support the
transition of YSHCN. Table 4 shows the percentage of respondents reporting support services in
their clinical practices. Respondents (42% - 75%) indicated that the services listed in the survey
were not provided to YSHCN transitioning to adult practices.
Table 4
Practices to Support Transition for Adolescents with SHCN (N = 148)
For nearly all
For some
or most SHCN
SHCN
adolescents
adolescents
Variable
n (%)
n (%)
Provide adolescents/parents with an
17 (15)
18 (16)
educational packet or handouts

Do not
provide this
service
n (%)
79 (69)

Discuss consent and confidentiality
issues prior to age 18

35 (31)

18 (16)

61 (54)

Discuss assent to care issues prior
to age 18

13 (27)

22 (20)

60 (53)

Assist in creating a portable
medical summary

15 (13)

16 (14)

81 (72)

Create an individualized health care
transition plan

9 (8)

20 (18)

85 (75)

Assist with establishing referral to
specific family or internal medicine
physicians

24 (21)

34 (30)

57 (50)

Assist with establishing referral to
specific adult specialists

34 (30)

30 (27)

48 (42)

Support family or internal medicine
physicians with education and
consultation

22 (19)

30 (26)

62 (54)

Assist with medical documentation
for program eligibility such as SSI,
vocational rehabilitation, college

20 (18)

33 (29)

60 (53)
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Assist with identifying options to
maintain health care insurance after
age 18

23 (21)

23 (21)

66 (59)

Note. Some providers did not respond to all demographic questions. Questions
replicated with permission from the AAP Periodic Survey of Fellows #71.

Provider Barriers to Transition for YSHCN
As shown in Table 5, over 60% of respondents expressed that the lack of family or
internal medicine physicians for youth or young adults, lack of adult specialists, and the
fragmentation primary and specialty care in adult services as major transition barriers for
YSHCN. Respondents (42% - 58%) indicated that each of the remaining six items were
“somewhat of a barrier.”
Table 5
Barriers to Transition for Adolescents with SHCN (N = 148)
Not a
Somewhat of a
barrier
barrier
Variable
n (%)
n (%)
Lack of available family physicians
or internal medicine physicians to
3 (3)
39 (37)
care for older adolescents/young
adults with special needs
Lack of available adult specialists to
care for older adolescents/young
adults with special needs
Adolescents/parents/pediatricians
have developed an effective bond
that is hard to break
Adolescents’ lack of knowledge
about their own condition and/or
skills to self-advocate at physician
visits
Pediatric staff lack sufficient time to

Major barrier
n (%)
64 (60)

7 (7)

33 (31)

65 (62)

13 (12)

61 (58)

31 (30)

5 (5)

61 (58)

39 (37)

13 (13)

49 (48)

41 (40)
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provide transition services
Pediatric staff lack skills in transition
planning

18 (17)

59 (57)

26 (25)

Fragmentation of primary and
specialty care in adult care

7 (7)

35 (34)

62 (60)

Lack of insurance reimbursement for
transition services

24 (24)

42 (42)

35 (35)

Lack of knowledge about or linkages
5 (5)
55 (54)
42 (41)
to community resources that support
older adolescents/young adults
Note. Some providers did not respond to all demographic questions. Questions replicated
with permission from the AAP Periodic Survey of Fellows #71.

Interpretation of Findings
The focus of this study was to evaluate the variations in providers’ perceived age of
transition and transfer to an adult-oriented medical model for YSHCN. Providers were sorted
based on the location of their clinical time (inpatient or outpatient), the population of their
practice (pediatric or adult), and type of clinical practice (generalist/primary care or specialist).
For YSHCN, the overall mean transition and transfer age was 19 years and 9 months
compared to the mean age of 18 years and 5 months for youth without SHCN. Forty-one percent
of providers indicated that transition and transfer should occur at or before the age of 18 years
for YSHCN compared to 75% for youth without SHCN. Inpatient and outpatient providers were
consistent with the overall age of around 19 years of age for transition and transfer, and
providers spending equal time on inpatient and outpatient recommended an age of 21 years,
although this respondent group was quite small (n = 12). Pediatric providers reported a transition
age of 20 years and one month for YSHCN, which is six months later than providers with
primarily adult populations. Generalist/primary care providers demonstrated a statistically
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significant difference in transition and transfer age from specialty care providers for YSHCN (M
= 19.03, M = 20.09 respectively). A more in-depth analysis revealed that the differences in age
were mainly between the pediatric generalist/primary care and pediatric specialty care providers.
Little variation between all groups existed for youth without SHCN, with the majority of
providers selecting a median age of 18 years.
When asked to provide the percent of YSHCN the respondents believed should be
transitioned and transferred by the selected age, the generalist/primary care group indicated the
highest median percent (98%), which was a statistically significant difference from their
comparison group of specialty care providers (90%). Inpatient providers had the lowest median
of 89%. All groups demonstrated similar percentages (99%) for youth without SHCN based on
their selected transition and transfer age.
The majority of respondents, primary and specialty care providers, reported transition
planning should begin at 15 years of age or later for both youth with and without SHCN, and few
providers indicated the availability of staff to assist in the transition planning process for all
youth in their practice. Seventy-five percent (n = 85) of providers stated that individualized
transition plans were not provided for youth in their practices. According to the survey, major
barriers for YSHCN were the availability of family/ internal medicine and specialty care
providers as well as fragmentation of primary and specialty care services.
Discussion
Despite the efforts of national organizations such as the AAP, AAFP, and the ACP,
health care providers continue to struggle with the concepts of effective transition preparation
and medical transfer for YSHCN. A critical initial step to ensuring the medical, developmental,
and psychosocial needs are addressed in the transition process is the creation of an organizational
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transition policy (Got Transition, n.d.). The use of a chronological age can be challenging during
the transition process, although selecting a target age helps to guide the development of readiness
assessment tools, educational materials, and a formalized approach to care (O’Sullivan-Oliveira
et al., 2014). Overall, all providers participating in this study demonstrated a 16-month
difference in age for transition and transfer to an adult-oriented model of care between youth
with and without SHCN. This presents clinical and practical challenges for patients, parents, and
providers and creates a system-wide issue for patients receiving care through emergency rooms,
primary and specialty outpatient clinics, and inpatient care units. An arbitrary age of 18 years is
often referenced throughout this academic health system for transitioning youth, although none
of the sub-group’s mean scores validated this age cutoff for YSHCN. Pediatric primary and
specialty care providers demonstrated the largest variation with over a two-year difference in age
for transition and transfer of YSHCN to an adult-oriented medical setting.
The transition planning process ensures patients, parents, and providers gradually address
the multiple challenges of aging out of a pediatric-oriented medical practice. The AAP, AAFP,
& ACP-ASIM (2011, 2015) recommend transition discussions among adolescents, family, and
providers begin at the age of 12 years to assure the process is gradual and comprehensive. This
is the optimal time to coordinate primary and specialty care transition expectations and discuss a
personalized age for transferring services to adult-oriented providers (Got Transition, n.d.). The
ultimate goal of a well-planned transition, especially for medically complex and YSHCN, is to
prevent gaps in critical services. Results from this study indicate that only 20% (n = 26) of
providers believe transition planning should begin prior to the age of 15 years for YSHCN and
11% (n = 14) for youth without SHCN. One-third of providers surveyed indicated that transition
planning should begin between 18 and 20 years of age for both youth with and without SHCN.
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Ensuring the success of a complete and developmentally appropriate transition for all
youth includes examining any existing barriers in the medical community (Ferris, Ferris,
Okumura, Cohen, & Hooper, 2015). The 2008 Periodic Survey of Fellows #71, conducted by
the AAP Committee on Adolescence, revealed that only 12% of pediatricians assisted their
YSHCN with an individualized transition plan and, only 11% had dedicated staff to assist in the
transition process. This 2017 survey utilized the same tool and demonstrated that only 8% (n =
9) of respondents assisted all or most of their YSHCN with the creation of a transition plan and
13% (n = 16) indicated the availability of dedicated staff to coordinate the transition planning
process. Sixty-nine percent of those surveyed also stated that their practice fails to provide
educational materials to parents or YSHCN. The lack of primary (n = 64) and specialty care (n =
65) providers to transition YSHCN was a major barrier for at least 60% of the respondents as
was the fragmentation of adult primary and specialty care services.
Implications for Practice
According to CAHMI (2016), over 83% of YSHCN in the United States fail to receive
the necessary transition services. The purpose of this study was to serve as a starting point for
system-wide planning initiatives that address the complex transition and transfer needs for
YSHCN in New Mexico. While a chronological age may be helpful in establishing population
delineations for an organization, the study results illuminate the lack of an age consensus among
providers creating challenges for patients and families as they navigate the health care system.
The transition process allows for a gradual introduction of developmentally appropriate
priorities to be addressed by a health care team with patients and families. According to the
published materials by the AAP, AAFP, & ACP-ASI (2011, 2015), discussions should begin
between adolescents, family, and providers starting at the age of 12 years. Unfortunately, only
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20% of survey respondents believe transition planning should begin prior to the age of 15 years
for YSHCN, emphasizing the need for improved education efforts to stress the benefits of a wellplanned transition for youth. With 75% (n = 85) of providers in the study indicating the lack of
an individualized transition plan for YSHCN, a practice-wide health care transition policy should
be the initial focus of a process improvement effort for the organization. This policy establishes
the guidelines to define the path between transition and transfer for the adolescent, parents, and
medical providers.
Utilizing the electronic health record (EHR) to streamline the transition process allows
decision support aids and age-specific prompts to be incorporated into the health care encounter.
Population health registries for YSHCN approaching the transition age, as defined by the
organizational policy, empowers primary and specialty care practices to incorporate specific
measures into the medical home model. Currently, all primary care sites of this organization are
certified medical homes yet fail to monitor transition readiness indicators for YSHCN.
Optimizing the capabilities of an EHR would likely enhance the ability to track milestone
progress and enable the health care team to customize interventions based on specific readiness
indicators. In this study, 60% (n = 62) of survey respondents selected fragmentation of primary
and specialty care providers as a major barrier to transitioning YSHCN. An EHR driven
transition tool could improve communication between providers and decrease duplication of
transition and transfer planning efforts for the health system.
Selecting an arbitrary number based on a chronological age for transferring YSHCN to an
adult-oriented model of care can be challenging due to the medical complexities of the
population. This study highlights the variability among providers and possibly the need to break
down the age-based criteria for services within the hospital units. Ideally, transition readiness
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and progress on transfer milestones would be used to determine where youth and young adults
with SHCN receive care in the organization. In this study, specialists selected an older transition
and transfer age than primary care providers, which could support the need for age flexibility
within the organization for this population. The criteria for continuing care in pediatric
outpatient services, emergency rooms, and inpatient units should be part of an organizational
transition policy and clearly communicated to patients and families during the transition planning
process. With the ultimate goal of preventing care gaps for medically complex youth, addressing
these barriers to care should be a critical first step toward providing quality care across the age
continuum.
Limitations and Strengths of the Study
Limitations
This analysis is limited by several factors. The response rate to the survey was low
(24%) which may affect the ability to generalize the findings. The descriptive study design
allowed for comparison of mean age for transition and transfer among various providers without
investigating variables that influenced the age selected by the respondents. In addition, the use
of the term SHCN was left to individual interpretation and may be influenced by the training and
experiences of each provider. The survey also had a selection bias in that it only examined the
views of a single academic health sciences center in the southwest region of the United States.
Strengths
The study adds new insight to the factors influencing health care providers’ decision to
transition youth with and without SCHN and highlights the need for improved education and
resources to assist in the transition process. The collected data serves as a baseline for process
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improvement in a transition planning initiative and can inform the development of system-wide
transition and transfer guidelines.
Suggestions for Future Research
A team-based approach is essential in creating a collaborative and gradual transition plan
for YSHCN. Continued efforts are needed to assess the factors and barriers influencing the
nursing profession as they struggle with patient placement throughout a health care system. This
additional perspective may provide insight into the struggles that patients and families encounter
as they navigate health care services during this transition to adult-oriented medical care.
Conclusion
Insight into the perceived age of transition completion and transfer to adult-oriented
medical services is needed to present a united approach for YSHCN, with the aim of preventing
care gaps in this vulnerable population. This study demonstrated the lack of an age consensus
among providers and highlighted the need for health system redesign in order to reduce practice
variation which may hinder the transition process. The data reinforces the need for improved
efforts to educate the medical community on best practices and inform health care leaders of
existing barrier to providing a complete and developmentally appropriate transition for all youth.
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Appendix D: Permission to Use Selected Question from Periodic Survey of Fellows #71
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Appendix E: Modified Survey Tool

My name is Doris Tinagero and I am a Doctor of Nursing Practice (DNP) student at the
University of New Mexico and a registered nurse. The purpose of this email is to request your
participation in a survey that will address transition and transfer age for youth in your practice.
The survey will take approximately 15 minutes to complete. The survey is voluntary and you
may stop the survey at any time. Submission of the survey signifies your consent. The data will
be reported in aggregate form to ensure anonymity.
1. I agree to complete this anonymous questionnaire (Choose Yes or No)
Yes
No
2. Which of the following describes your clinical time? (Select one)
At least 51% Inpatient
At least 51% Outpatient
Time equally spent on Inpatient & Outpatient
3. Which of the following describes your practice? (Select one)
At least 51% Generalist/Primary care
At least 51% Specialty care
4. Which of the below best describes your patient population? (Select one)
At least 51% Pediatric
At least 51% Adult
Mixed practice (Pediatric & Adult)
5. At what age, do you think transition planning from pediatric to adult health care should
begin for adolescents with or without special health care needs? Circle one response for
each

With special health care needs
Without special health care
needs

<12y
1

12y-14y
2

15y-17y
3

18y-20y
4

No opinion
5

1

2

3

4

5
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6. At what age, do you think transition and transfer from pediatric to adult health care
should usually be completed for adolescents with or without special health care needs?
(fill in the blank)
With special health care needs:

________ age in years

a) Among adolescents with special health care needs, what percentage of
patients do you believe should be transferred at (populates from # 6
answer) _________ %
Without special health care needs:

________age in years

b) Among adolescents without special health care needs, what percentage
of patients do you believe should be transferred at (populates from # 6
answer) _________ %
7. Is there a dedicated staff member in your practice who has responsibility for
coordinating transition planning for adolescents with or without special health care
needs? Circle one response for each

With special health care
needs
Without special health
care needs

8.

No

Yes

Don’t Know

1

2

3

1

2

3

Which of the following services does your practice have in place to support transition
from pediatric to adult health care for adolescents with special health care needs
(SCHN)? Circle one response for each service

Provide adolescents/parents with an educational
packet or handouts
Discuss consent and confidentiality issues prior to
age 18

56

For nearly
all or most
SHCN
adolescents
1

For some
SHCN
adolescents
2

Do not
provide
this
service
3

1

2

3

Discuss assent to care issues prior to age 18

1

2

3

Assist in creating a portable medical summary

1

2

3

Create an individualized health care transition plan

1

2

3

Assist with establishing referral to specific family or
internal medicine physicians
Assist with establishing referral to specific adult
specialists

1

2

3

1

2

3

Support family or internal medicine physicians with
education and consultation

1

2

3

Assist with medical documentation for program
eligibility (e.g. SSI, vocational rehabilitation,
college)
Assist with identifying options to maintain health
care insurance after age 18

1

2

3

1

2

3

9.

To what extent do the following act as barriers to transitioning from pediatric to adult
health care for adolescents with special health care needs? Circle one response for each
barrier

Barriers:

Not a
barrier

Somewhat
a barrier

Major
barrier

Lack of available family physicians or internal medicine
physicians to care for older adolescents/young adults with
special needs

1

2

3

Lack of available adult specialists to care for older
adolescents/young adults with special needs
Adolescents/parents/pediatricians have developed an
effective bond that is hard to break

1

2

3

1

2

3

Adolescents’ lack of knowledge about their own condition
and/or skills to self-advocate at physician visits

1

2

3

Pediatric staff lack sufficient time to provide transition
services

1

2

3

Pediatric staff lack skills in transition planning

1

2

3
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Fragmentation of primary and specialty care in adult care

1

2

3

Lack of insurance reimbursement for transition services

1

2

3

Lack of knowledge about or linkages to community
resources that support older adolescents/young adults

1

2

3

10. What is your gender identity? (Select one)
Male
Female
Other_________ (fill in the blank)

11. With which racial/ ethnic group do you identify yourself? (Select one)
White, non-Hispanic, Latino, or Spanish origin
Hispanic, Latino, or Spanish origin
Black/African American
Asian
Native Hawaiian of Pacific Islander
American Indian/Alaska Native
Other (specify__________)
12. Please indicate which of the below described you as a provider (Select one)
MD
DO
APRN
CNS
PA
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